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Abstract
Background: The COMET (Core Outcome Measures in Effectiveness Trials) Initiative is developing a publicly
accessible online resource to collate the knowledge base for core outcome set development (COS) and the applied
work from different health conditions. Ensuring that the database is as comprehensive as possible and keeping it
up to date are key to its value for users. This requires the development and application of an optimal, multi-faceted
search strategy to identify relevant material. This paper describes the challenges of designing and implementing
such a search, outlining the development of the search strategy for studies of COS development, and, in turn, the
process for establishing a database of COS.
Methods: We investigated the performance characteristics of this strategy including sensitivity, precision and numbers
needed to read. We compared the contribution of databases towards identifying included studies to identify the best
combination of methods to retrieve all included studies.
Results: Recall of the search strategies ranged from 4% to 87%, and precision from 0.77% to 1.13%. MEDLINE
performed best in terms of recall, retrieving 216 (87%) of the 250 included records, followed by Scopus (44%). The
Cochrane Methodology Register found just 4% of the included records. MEDLINE was also the database with the
highest precision. The number needed to read varied between 89 (MEDLINE) and 130 (SCOPUS).
Conclusions: We found that two databases and hand searching were required to locate all of the studies in this
review. MEDLINE alone retrieved 87% of the included studies, but actually 97% of the included studies were
indexed on MEDLINE. The Cochrane Methodology Register did not contribute any records that were not found in
the other databases, and will not be included in our future searches to identify studies developing COS. SCOPUS
had the lowest precision rate (0.77) and highest number needed to read (130). In future COMET searches for COS a
balance needs to be struck between the work involved in screening large numbers of records, the frequency of
the searching and the likelihood that eligible studies will be identified by means other than the database searches.
Keywords: Core outcome set, Database, Resources, Systematic review, Medical research
Background
Differences in outcomes and the difficulties caused by
heterogeneity in outcome measurement are well known
[1]. There is inconsistency in outcome measurement in
clinical trials, and not all trials of a specific condition
provide data on important outcomes. Furthermore, there
are often differences in how outcomes are defined and
measured making it difficult, sometimes impossible, to
synthesise the results and apply them in a meaningful
way. Alongside this inconsistency in the measurement of
outcomes, outcome reporting bias adds further to the
problems faced by users of research [2]. Publication of
complete trial results is important to practitioners,
consumers, and policy makers who wish to make well-
informed decisions about health and social care. How-
ever, this does not always happen and outcomes that are
statistically significant are more likely to be fully re-
ported [3]. Furthermore, in a sensitivity analysis that
sought to account for outcome reporting bias in reviews
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with a statistically significant result, it was found that
19% would not have remained significant had all studies
contributed to the analyses and 26% had overestimated
the treatment effect by more than 20% [4]. These issues
of inconsistency and outcome reporting bias could be
addressed with the development and application of
agreed standardised sets of outcomes, known as COS,
that should be measured and reported in all trials for a
specific clinical area [5].
The COMET (Core Outcome Measures in Effectiveness
Trials) Initiative (www.comet-initiative.org) brings to-
gether people interested in the development and appli-
cation of core outcome sets (COS). COMET aims to
collate and stimulate relevant resources, both applied
and methodological, to facilitate exchange of ideas and
information, and to foster methodological research in
this area. The importance of COS is increasingly recognised
by research funders. For instance, the National Institute
for Health Research’s Health Technology Assessment
programme in the UK, the Health Research Board in
Ireland and the charity Arthritis Research UK, are all
highlighting this to researchers seeking funding for new
studies. However, the identification of existing COS is
not easy.
As part of the COMET Initiative, we are developing a
publicly accessible internet-based resource to collate the
knowledge base for COS development and the applied
work that has already been done according to disease
area. This will be a useful resource for trial funders to
refer to, for researchers to see what work has been done
in their area of interest and for research funders wishing
to avoid unnecessary duplication of effort when support-
ing new activities. It will include planned and ongoing
work, as well as published accounts of COS develop-
ment. Prior to the completion of the systematic review
outlined here, 120 relevant studies had been identified
through known research networks, but creating a com-
prehensive database and keeping the database up to date
is key to its value for users and requires a more struc-
tured and transparent approach than the ad hoc inclu-
sion of studies as they come to light. This requires the
development and application of an optimal, multi-
faceted search strategy to identify work related to the
development of COS. This paper outlines the methodo-
logical approach taken to develop the search strategy for
this systematic review of studies of COS development [6],
and, in turn, to establish a comprehensive database of COS.
We developed an appropriate search strategy to iden-
tify as many relevant studies as possible within the avail-
able resources, and then investigated the performance
characteristics of this strategy. We aimed to compare
the contribution of databases towards identifying in-
cluded studies, and identify the best combination of
methods to retrieve all included studies.
Methods
Developing an appropriate search strategy
We developed a multi-faceted search strategy to search
electronic databases using a combination of text words
and index terms, adapting the search strategy as appro-
priate for each database. Studies relating to participants
of any age, with any health condition in any setting and
assessing the effect of any intervention were eligible for
inclusion. We used an iterative process to develop this
search, firstly for MEDLINE via Ovid. This was built on
an appraisal of three searches: a previous review of stud-
ies that aimed to determine which outcomes to measure
in clinical trials in children [7]; a review of studies using
the Delphi technique to determine which outcomes to
measure in clinical trials [8], and a review of studies
addressing patients’ priorities regarding outcomes [9].
These three searches were merged into a single strategy
and adapted for use in MEDLINE via Ovid. This
combined set of search terms generated 66954 hits
(searched February 2012), which we deemed an un-
manageable number of hits. We therefore needed to
reduce the number of hits whilst retaining the preci-
sion of the search. This process is described in
Figure 1. The search was then modified for use in the
other electronic databases that we considered search-
ing for this study.
The final search strategy is given in Additional file 1
and combines three concepts of search terms, covering
‘randomised trial/systematic review’, ‘methodology’ and
‘outcomes’. All terms in each concept were combined
with the Boolean operator OR and the three concepts
were then combined using the Boolean operator AND.
Key terms were also targeted, and these terms were
combined with the Boolean operator OR. Truncation
and wildcards were used to improve the sensitivity of
the search, account for spelling variations and to identify
different derivations of search terms.
Confirming the need for such a large search
As described in Figure 1, the final search was still re-
trieving a large number of records and our next step was
to determine if this was because there were many eli-
gible papers for the systematic review or because we
were continuing to retrieve an overwhelming proportion
of irrelevant material. We also wished to develop an
estimate of the likely number of COS in the literature.
Therefore, we examined the potential relevance of 1% of
the retrieved records. A random number generator (R)
was used to select records, and their titles and abstracts
were read to identify potentially relevant studies.
Electronic databases
The high yield of eligible studies from MEDLINE and
evidence that no single database is likely to be sufficient
Gargon et al. BMC Medical Research Methodology  (2015) 15:26 Page 2 of 7
for identifying research across all areas of health care
[10-12], led to a variety of electronic databases being
considered for searching:
1. MEDLINE via Ovid
2. The Cochrane Library (excluding categories ‘Trials’
and ‘Cochrane Groups’)
Figure 1 Developing an appropriate search strategy [20-27].
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3. Cumulative Index of Nursing and Allied Health
Literature (CINAHL) plus
4. Scopus
MEDLINE focuses on biomedical journal literature,
CINAHL on nursing and allied health literature, and
Scopus covers medical and scientific literature, so we
thought each had a sufficiently different focus to con-
sider including in the search. Previous work that has
been done to consider the coverage between CINAHL
and Scopus to determine whether Scopus alone provides
sufficient coverage of the literature concluded that only
partial duplicate coverage of nursing and allied health
literature was offered by CINAHL [10]. While SCOPUS’s
significantly larger coverage may offer many unique titles
in these subject areas, it is not possible to say that these
titles would be an adequate substitute for CINAHL’s
coverage of this literature. As its relevance to COS work
was not yet known, it warranted further exploration.
EMBASE was also considered for inclusion. We decided
to include SCOPUS as opposed to EMBASE as it is a
larger database and offers more coverage of scientific,
technical, medical and social science literature [3]. Fur-
thermore, SCOPUS indexes all EMBASE journals. The
relevant modified search strategy was applied to each of
these databases and each was considered in turn for suit-
ability for inclusion in the final strategy.
Hand searching
In addition to the electronic database searching, we
completed a range of hand searching activities, in keep-
ing with research evidence showing the added benefits
of hand searching alongside electronic searching [13].
We identified and reviewed funded projects that in-
cluded the development of a COS, including National
Institute for Health Research (NIHR) programme grant
scheme reports and Health Technology Assessment
(HTA) reports; searched for known key authors and
citations to key papers, for example, the work of the
OMERACT (Outcome Measures in Rheumatology) group;
examined references cited in eligible studies and in other
studies that referred to or used a COS. We also contacted
the Cochrane Review Groups (CRGs) to request informa-
tion on COS that they were aware of (see Kirkham et al.
[14] for full details of the methods).
Sensitivity, precision and numbers needed to read (NNR)
We recorded whether each included study was:
i. retrieved by the search strategy developed for each
database
ii. indexed on each database (regardless of whether
or not it was retrieved by the search of the
database)
The recall (or sensitivity), precision and numbers needed
to read (NNR) for the final searches in each of the data-
bases were calculated using the following definitions [15]:
Recall (%) = 100 × (Number of included records retrieved/
Total number of included records)
Precision (%) = 100 × (Number of included records
retrieved/Total number of records retrieved)
NNR = 1/precision
Unique yield = number of studies retrieved only by this
database
In addition, sensitivity*precision was calculated to allow
a balance between sensitivity and precision to be assessed.
Results
The results of the search strategy development process
are shown in Figure 1. When one author examined 1%
(n = 157) of the large number of retrieved records (n =
15,704), 30 (19%) were identified as being potentially
relevant, including three that we had previously identi-
fied as eligible studies. It was determined that 8 of the
other 27 records were eligible following an assessment
of their full papers. This confirmed that the search strat-
egy was identifying relevant studies, that the likely yield
of such studies was likely to be high and that a formal,
systematic review was necessary to identify papers that
were not yet known to COMET if we were to create a
comprehensive resource that others could use to deter-
mine whether or not a COS had already been developed
in an area of interest to them.
The search strategy was modified as appropriate for
each database. The combined results (searched 29 May
2012) generated a total of 47,225 records (MEDLINE
n = 14,520, Cochrane Library n = 4122, CINAHL n =
16,700, Scopus n = 11,883), which fell to 37,132 after re-
moval of duplicates (duplicates accounted for approxi-
mately 22% of total). We therefore needed to consider
each of the additional databases that we were planning
to search more carefully to estimate their likely added
yield over MEDLINE. For example, The Cochrane Library
is a collection of six databases that contain different types
of research: Cochrane Database of Systematic Reviews;
Cochrane Central Register of Controlled Trials; Cochrane
Methodology Register; Database of Abstracts of Reviews
of Effects; Heath Technology Assessment Database, and
NHS Economic Evaluation Database. Each of these has a
different focus, with the Cochrane Methodology Register
being most relevant to this project, but it should be noted
that work on the development and maintenance of the
Register was suspended by the UK Cochrane Centre in
May 2012 and it has not been updated since July 2012.
The Cochrane Methodology Register includes articles that
are relevant to the methods for systematic reviews, trials
and other evaluations of health and social care and, as
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such, would be the most relevant component of The
Cochrane Library for reports on the development of COS.
With this in mind, the search strategy that was developed
for The Cochrane Library as a whole was then limited to
the Cochrane Methodology Register. It is recognised that
The Cochrane Methodology Register has a unique con-
trolled vocabulary but a decision was made to use the gen-
eric approach typically used when searching the whole
Cochrane Library as this had already been developed for
this search. For Scopus and CINAHL, two of the authors
(EG and PW) independently reviewed a sample of ab-
stracts from each. Fifty abstracts from Scopus yielded
three eligible records that were not retrieved by MED-
LINE or CINAHL. For CINAHL, a review of 100 abstracts
excluded 91 as ineligible based on the abstract and the
remaining nine potentially eligible studies were all identi-
fied by MEDLINE, Scopus or both. As a consequence, it
was agreed that CINAHL would not be used, at least in
this first round for the systematic review.
Therefore, the following electronic databases were
searched (August 2013, see Additional file 1):
1. MEDLINE via Ovid
2. SCOPUS
3. Cochrane Methodology Register
This updated search identified 34,398 potentially rele-
vant records, all of which were checked and 220 eligible
records were found (the process for selecting studies for
inclusion in the review is fully described in the main
paper [6]). Fifty-nine (27%) were already known to us, so
the search identified an additional 161 records. In
addition to the database search, 30 additional records
that had not been previously identified were deemed eli-
gible after being identified through hand searching. A
full list of the 250 included records is provided as a sup-
plementary table (Additional file 1: Table S1) in the main
paper [6]. Recall of the search strategies ranged from 4%
to 87%, and precision from 0.77% to 1.13% (Table 1).
MEDLINE via Ovid performed best in terms of recall,
retrieving 216 (87%) of the 250 included records,
followed by Scopus (44%). The search of the Cochrane
Methodology Register identified just 4% of the included
records, and all of these were found in at least one of
the other databases. MEDLINE via Ovid was also the
database with the highest precision. The number needed
to read varied between 89 (MEDLINE via OVID) and
130 (SCOPUS). If our searches had been limited to
MEDLINE alone, only 3 included records unique to
SCOPUS would not have been retrieved.
Through examining references cited in eligible studies
and in other studies that referred to or used a COS, 30
additional records were identified and included in the
systematic review. No additional studies were identified
through the survey of Cochrane Review Groups. Of the
30 records identified via hand searching and not re-
trieved by the search strategy, we found that two were
not indexed on any database, 25 were indexed on both
Medline and Scopus, two on Scopus only, and one was
in all three databases. On closer inspection, we found
that the reasons for non-retrieval of the 28 studies by
the database searches was the wide variety of free text
and index terms used in their records. As has been
shown in other contexts, modifications to the search to
retrieve all these records would have produced searches
with unmanageably large numbers of records [16]. Fur-
thermore, the absence of two of the reports from the
searched databases highlights that even such extensive
searching would not have retrieved all the studies that
we identified. However, one of these was not a journal
article, and the other was an editorial which provided
additional methodological information on a study that
had been retrieved in its own right.
Discussion
COS are increasingly recognised as important for the de-
sign, conduct and reporting of randomised trials, sys-
tematic reviews and other forms of research. However,
as we have shown in this paper, the development of a
search strategy to identify them is challenging. A search
for COS in any specific area could combine the ap-
proach we have taken with search terms for specific con-
ditions or interventions, but it is still likely to require a
large number of records to be checked to identify the
few that are eligible. We hope therefore that our com-
prehensive approach to searching a major database such
as MEDLINE for all reports of studies developing COS,
regardless of the setting, and the subsequent inclusion of
identified studies in the COMET database will make it
much easier for researchers in the future. This is akin to
the work of The Cochrane Collaboration in identifying
reports of randomised trials regardless of topic area for









Precision (%) Number needed
to read (NNR)
Sensitivity × Precision
MEDLINE via OVID 19058 216 109 87 1.13 89 98.31
SCOPUS 14258 109 3 44 0.77 130 33.88
Cochrane Methodology
Register
1082 9 0 4 0.83 121 3.32
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inclusion in the Cochrane Central Register of Controlled
Trials [17,18].
In undertaking this comprehensive approach to identi-
fying COS, we encountered similar challenges to those
faced by healthcare researchers in the past. For example,
variability in the use of free text terms and index terms
on reports of randomised trials of portal vein infusion
chemotherapy in colorectal cancer meant that a search
to identify all articles that had been identified for a sys-
tematic review would have had to rely solely on the
terms for colorectal cancer, which retrieved 18,450 re-
cords [16]. On a larger scale, when The Cochrane Col-
laboration was established in 1993, although tens of
thousands of reports of randomised trials could be found
easily in MEDLINE, there were many more than had not
been appropriately indexed and could not be found so
easily. The development of highly sensitive search strat-
egies and subsequent work within the Collaboration to
find these “hidden” reports, led to the identification an
additional 70,000 records that were re-tagged as rando-
mised controlled trials or controlled clinical trials in
MEDLINE and can now be found using those terms
[17,18]. In a similar way, our comprehensive searching
for COS regardless of any particular healthcare condi-
tion and their inclusion in the COMET database makes
it much easier for users to access these studies.
Although work on the development of COS goes back
at least 30 years [19], the term itself has not been widely
used until relatively recently and there are currently no
MeSH headings in MEDLINE or index terms in other
bibliographic databases for identifying COS papers, and
they do not appear to be categorised consistently across
different databases. Furthermore, no single database spe-
cialises in this type of methodological research and it is
likely to be found across a wide range of literature. For
example, MEDLINE and EMBASE focus on biomedical
journal literature, CINAHL on nursing and allied health
literature, and Scopus covers medical and scientific lit-
erature. Each database has a different focus but each
could include studies of the development of COS. Fur-
thermore, no single database is likely to be adequate. For
instance, a comparison of the coverage between CINAHL
and Scopus to determine whether Scopus alone provides
sufficient coverage of the literature found that Scopus
can only partially duplicate the coverage of nursing and
allied health literature offered by CINAHL [10]. Other
comparisons, of other combinations of databases, have
also shown how systematic reviews are likely to benefit
from searching for potentially eligible studies in several
databases [11,12].
The search strategy we developed for COS has been
designed to be highly sensitive, so that as many poten-
tially relevant studies as possible will be retrieved. The
final effective search strategy combines keywords, index
terms and free-text terms and phrases, using combina-
tions of Boolean operators. As no MeSH headings or
index terms currently exist for COS papers, and these
papers do not appear to be indexed in a consistent way,
key search terms were also targeted and no limits were
applied to the search. A consequence of a highly sensi-
tive search is usually that a large number of irrelevant
records will be retrieved, the majority of which will likely
not meet the inclusion criteria for the review, and this
appears to be the case here.
We found that two databases and hand searching were
required to locate all of the studies that we were able to
include in this review. MEDLINE via Ovid alone re-
trieved 87% of the included studies, but actually 97% of
the included studies were indexed on MEDLINE. The
search of the Cochrane Methodology Register did not
identify any records that were not found in the other da-
tabases. We identified retrospectively that the search in
The Cochrane Library used an implied ‘AND’ in some of
the lines which could affect the sensitivity and precision
of this search. Given that its development and mainten-
ance was suspended in July 2012, it will not be included
in our future searches to identify studies developing
COS. However, this decision will be reviewed and the
search strategy evaluated should work on the Register
resume. SCOPUS had the lowest precision rate (0.77)
and highest number needed to read (130), which is a
particularly high number of records to check in order to
find one relevant record. Therefore, with such a low
unique yield from SCOPUS (3 studies identified with the
search strategy, increasing to 5 actually indexed), it might
not be worth searching SCOPUS, given the low precision
and high NNR. Furthermore, the decision to search
SCOPUS may have increased the de-duplication burden
due to the lack of flexibility in its interface, for example
de-duplicating against MEDLINE within OVID. This
could be an added advantage of searching EMBASE and
may be considered in any future updates to this search.
Conclusions
In considering how this analysis might inform future de-
cisions about the COMET searches for COS, a balance
needs to be struck between the work involved in screen-
ing large numbers of records, the frequency of the
searching and the likelihood that eligible studies will be
identified by means other than the database searches.
One possibility is that the comprehensive searching is
limited to MEDLINE, perhaps with further appraisal of
the unretrieved records to seek ways to modify the
search to target these papers. The search might also con-
tinue to include SCOPUS, but consideration could be
given to other databases that were not included in this
project, such as EMBASE. In keeping with the research
evidence, it would seem there is an added benefit to
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hand searching, so this should accompany any electronic
searching in the future. This would help to identify rele-
vant studies that are missed by the database searching,
either because they are not indexed in the databases or
are indexed but cannot be retrieved without using a
search strategy that would yield an unmanageable num-
ber of records to check. To keep the database current
we aim to complete an annual search of MEDLINE and
SCOPUS as a minimum. Finally, to supplement this an-
nual search, the COMET database will continue to be
populated with studies, both ongoing and completed,
that are identified by ad hoc means and sent directly to
the COMET team.
Additional file
Additional file 1: Table S1. Search terms.
Competing interests
EG is a member of the COMET Management Group and is the COMET
Project Co-ordinator. MC and PW are members of the COMET Management
Group and co-applicants on grants to support COMET and related work.
Authors’ contributions
EG and MC conceived the idea for the report. EG performed the analysis. EG,
PW and MC interpreted data. EG wrote the manuscript with significant input
from PW and MC. All authors read and approved the final manuscript.
Acknowledgements
We are grateful to Shona Kirtley, information specialist (University of Oxford),
for her comments on the MEDLINE search strategy and its modification for
use in other databases.
We are also grateful to other members of the COMET Management Group
(Doug Altman, University of Oxford, and Jane Blazeby, University of Bristol)
for their comments on the search strategy, and Binu Gurung (University of
Liverpool) for her contribution to data extraction.
The systematic review reference is:
Gargon, E., B. Gurung, et al. (2014). “Choosing important health outcomes for
comparative effectiveness research: a systematic review.” PLoS One 9(6): e99111.
We have received funding from the MRC MRP (Medical Research Council
Methodology Research Panel), grant number MR/J004847/1; and European
Union Seventh Framework Programme ([FP7/2007-2013] [FP7/2007-2011])
under grant agreement n° 305081. The funders had no role in study design,
data collection and analysis, decision to publish, or preparation of the
manuscript.
Author details
1Department of Biostatistics, University of Liverpool, Liverpool, UK. 2All Ireland
Hub for Trials Methodology Research, Queen’s University Belfast, Belfast, UK.
Received: 22 July 2014 Accepted: 17 March 2015
References
1. Tovey D. Impact of Cochrane Reviews. Cochrane Database Syst Rev.
2010;2011, ED0000007.
2. Hutton JL, Williamson PR. Bias in meta-analysis due to outcome variable
selection within studies. Appl Stat. 2000;49:359–70.
3. Dwan K, Altman DG, Arnaiz JA, Bloom J, Chan A-W, Cronin E, et al. Systematic
review of the empirical evidence of study publication bias and outcome
reporting bias. PLoS One. 2008;3:e3081.
4. Kirkham JJ, Dwan KM, Altman DG, Gamble C, Dodd S, Smyth R, et al. The
impact of outcome reporting bias in randomised controlled trials on a
cohort of systematic reviews. BMJ. 2010;340:c365.
5. Williamson PR, Altman DG, Blazeby JM, Clarke M, Devane D, Gargon E, et al.
Developing core outcome sets for clinical trials: issues to consider. Trials.
2012;13:132.
6. Gargon E, Gurung B, Medley N, Altman DG, Blazeby JM, Clarke M, et al.
Choosing important health outcomes for comparative effectiveness
research: a systematic review. PLoS One. 2014;9:e99111.
7. Sinha I, Jones L, Smyth RL, Williamson PR. A systematic review of studies
that aim to determine which outcomes to measure in clinical trials in
children. PLoS Med. 2008;5:e96.
8. Sinha IP, Smyth RL, Williamson PR. Using the delphi technique to determine
which outcomes to measure in clinical trials: recommendations for the future
based on a systematic review of existing studies. PLoS Med. 2011;8:e1000393.
9. Oliver S, Gray J. A bibliography of research reports about patients’, clinicians’
and researchers’ priorities for new research. London: James Lind Alliance; 2006.
10. Hill B. Comparison of journal title coverage between CINAHL and Scopus.
J Med Libr Assoc. 2009;97:313–4.
11. Watson RJ, Richardson PH. Identifying randomized controlled trials of cognitive
therapy for depression: comparing the efficiency of Embase, Medline and
PsycINFO bibliographic databases. Br J Med Psychol. 1999;72(Pt 4):535–42.
12. Wong SS, Wilczynski NL, Haynes RB. Comparison of top-performing search
strategies for detecting clinically sound treatment studies and systematic
reviews in MEDLINE and EMBASE. J Med Libr Assoc. 2006;94:451–5.
13. Hopewell S, Clarke Mike J, Lefebvre C, Scherer Roberta W. Handsearching
versus electronic searching to identify reports of randomized trials. In:
Cochrane Database of Systematic Reviews. UK: John Wiley & Sons, Ltd; 2007.
14. Kirkham JJ, Gargon E, Clarke M, Williamson PR. Can a core outcome set
improve the quality of systematic reviews?–a survey of the Co-ordinating
Editors of Cochrane Review Groups. Trials. 2013;14:21.
15. Higgins JPT, Green S. Cochrane Handbook for Systematic Reviews of
Interventions Version 5.0.2 [updated September 2009]. The Cochrane
Collaboration 2009. Available from www.cochrane-handbook.org.
16. Clarke M. Searching MEDLINE for randomised trials. BMJ. 1993;307:565.
17. Dickersin K, Manheimer E, Wieland S, Robinson KA, Lefebvre C, McDonald S.
Development of the Cochrane Collaboration’s CENTRAL Register of
controlled clinical trials. Eval Health Prof. 2002;25:38–64.
18. Lefebvre C, Eisinga A, McDonald S, Paul N. Enhancing access to reports of
randomized trials published world-wide–the contribution of EMBASE
records to the Cochrane Central Register of Controlled Trials (CENTRAL) in
The Cochrane Library. Emerg Themes Epidemiol. 2008;5:13.
19. Miller AB, Hoogstraten B, Staquet M, Winkler A. Reporting results of cancer
treatment. Cancer. 1981;47:207–14.
20. SRNT Subcommittee on Biochemical Verification. Biochemical verification of
tobacco use and cessation. Nicotine Tob Res. 2002;4:149–59.
21. Schlaepfer TE, Fins JJ. Deep brain stimulation and the neuroethics of
responsible publishing: when one is not enough. JAMA. 2010;303:775–6.
22. McAllister M, Davies L, Payne K, Nicholls S, Donnai D, MacLeod R. The
emotional effects of genetic diseases: implications for clinical genetics. Am J
Med Genet A. 2007;143A:2651–61.
23. McAllister M, Dunn G, Todd C. Empowerment: qualitative underpinning of a
new clinical genetics-specific patient-reported outcome. Eur J Hum Genet.
2011;19:125–30.
24. McAllister M, Payne K, Macleod R, Nicholls S, Dian D, Davies L. Patient
empowerment in clinical genetics services. J Health Psychol. 2008;13:895–905.
25. McAllister M, Payne K, Nicholls S, MacLeod R, Donnai D, Davies LM.
Improving service evaluation in clinical genetics: identifying effects of
genetic diseases on individuals and families. J Genet Couns. 2007;16:71–83.
26. McAllister M, Wood AM, Dunn G, Shiloh S, Todd C. The Genetic Counseling
Outcome Scale: a new patient-reported outcome measure for clinical genetics
services. Clin Genet. 2011;79:413–24.
27. Payne K, Nicholls S, McAllister M, Macleod R, Donnai D, Davies LM. Outcome
measurement in clinical genetics services: a systematic review of validated
measures. Value Health. 2008;11:497–508.
Gargon et al. BMC Medical Research Methodology  (2015) 15:26 Page 7 of 7
